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thical issues concerning the Leonetti law and its
pplication for people with severe brain damage
. Tasseau
Centre médical de L’Argentière, 69610 Aveize, France
eywords: Legal aspects; Withholding and withdrawing medical treatment;
evere brain injury
he French law of 22 April 2005 on patients’ rights and end of life has two main
ims: the strengthening of patients’ rights and the recognition of specific rights
or end of life. This law prevents two risks: aggressive treatment and euthanasia.
bjective of the study.– To examine the issues raised by the application of
his law to patients with severe brain injury hospitalized in intensive care and
ehabilitation units.
aterials and methods.– Analysis of the legislation, of the French medical
eontological code (art. 37) and of current recommendations of the “Societe de
éanimation de langue franc¸aise” (SRLF).
esults
for ICU, the SRLF recommendations also iterate the precise definitions of the
ommonly used concepts: medical treatment and care, unreasonable treatment,
alliative care, withholding and withdrawing of life support in ICU. Collegiality
nd traceability are strongly recommended;
during rehabilitation, the situation is quite different, the patient is not dying
s long as basic care is provided (including providing water and food orally or
hrough a gastric tube). The purpose of support is functional and the concept of
quality of life” is strongly associated with “project of life”.
iscussion.– The procedures in ICUs and rehabilitation units are different even
hough patients are not always able to express their will. The practice of advance
irectives in France is not widespread.
n rehabilitation units it would be useful to have professional recommendations,
s has been done in intensive care, to guide physicians faced with these delicate
uestions.
eferences
RLF withholding and withdrawing of life support in intensive care unit. Current
ecommendations of the Société de réanimation de langue franc¸aise. Reanima-
ion 2010;19:679–698.
oi:10.1016/j.rehab.2011.07.741
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espite/rehabilitation hospital stays for rare neurological
iseases and severe disabilities: Reporting on the
xperience 2003–2011
. Soudrie
PH MPR responsable du pôle SSR handicaps lourds et maladies rares
eurologiques, hôpital Marin-de-Hendaye, Assistance publique–Hôpitaux de
aris (AP–HP), 64701 Hendaye, France
eywords: Modernization of care; Creation of a network; Improvement of the
uality of life of the families involved
he respite/rehabilitation program was launched in 2003 when a new accessible
nd automated wing was opened with the aim of progressively expanding the
apacity to 30 beds by 2010. In 8 years, we have been able to serve approximately
000 neurological patients. Those patients, who normally live at home, stay with
s for an average duration of one month.
hey are generally referred to us by centers specializing in rare diseases such
s they exist in the Paris area (AP–HP) or in other major cities, and by partner
b
S
B
station Medicine 54S (2011) e70–e77
hysicians working in the field of physical handicap in places such as Garches
r La Pitié.
he stays are designed according to a collaboration charter, which defines the
bjectives specific to each pathology. In collaboration with the various Patients
ssociations we have established a questionnaire, which targets each speci-
c disease and its rehabilitation needs. This questionnaire is completed before
dmission and allows us to greet the patient being fully aware of his/her needs
nd equipped to meet them.
ur specialty.– Summer stays designed for patients from various backgrounds
students, people in the work force. . .) who can benefit from our “handiplage”
ite, a beach specially equipped to offer outdoors activities to individuals with
hysical disabilities.
e also have a special unit of 8 beds to care for patients with spinal injuries
ooked up to a ventilator, once they become stable after surgery. One of the 8
eds is marked for a patient eligible for respite/rehab care.
his department also offers a myology consultation, which is open to both
atients staying at the hospital and outsiders.
he hospital is set up to offer accommodations to visiting families and 8 studio
partments are available to relatives who wish to stay near their loved ones.
verall the experience has been extremely successful and the social impact of
uch a program, which combines support for the caretakers and rehab, should
e emphasized.
oi:10.1016/j.rehab.2011.07.742
O13-005–EN
elf-assessed well-being in a cohort of chronic locked-in
yndrome patients
. Pellas
CHU de Nîmes, Nîmes, France
eywords: Locked-in syndrome; Quality of life; Survey; Coma;
onsciousness; End of life
bjectives.– Locked-in syndrome (LIS) consists of anarthria and quadriplegia
hile consciousness is preserved. Classically, vertical eye movements or blin-
ing allow coded communication. Given appropriate medical care, patients can
urvive for decades. We studied the self-reported quality of life in chronic LIS
atients.
esign.– Hundred and sixty-eight LIS members of the French Association for
IS were invited to answer a mail questionnaire on medical history, current
tatus and end-of-life issues. They self-assessed their global subjective well-
eing with the anamnestic comparative self-assessment (ACSA) scale, whose
5 and –5 anchors were their memories of the best period in their life before
IS and their worst period ever, respectively.
esults.– Ninety-one patients (54%) responded and 26 were excluded because
f missing data on quality of life. Forty-seven patients professed happiness
median ACSA +3) and 18 unhappiness (median ACSA –4). Variables associa-
ed with unhappiness included anxiety and dissatisfaction with mobility in the
ommunity, recreational activities and recovery of speech production. A longer
ime in LIS was correlated with happiness. Fifty-eight percent declared they did
ot wish to be resuscitated in case of cardiac arrest and 7% expressed a wish for
uthanasia.
onclusions.– Our data stress the need for extra palliative efforts directed at
obility and recreational activities in LIS and the importance of psychological
r drug therapy. Recently affected LIS patients who wish to die should be assured
hat there is a high chance they will regain a happy meaningful life. End-of-life
ecisions, including euthanasia, should not be avoided, but a moratorium to
llow a steady state to be reached should be proposed.
urther reading
merican Congress of Rehabilitation Medicine. Recommendations for use of
niform nomenclature pertinent to patients with severe alterations of conscious-
ess. Arch Phys Med Rehabil 1995.
aureys S, Pellas F, Van Eeckhout P. The locked-in syndrome: what is it like to
e conscious but paralyzed and voiceless? Prog Brain Res 2005.
chnakers C, Majerus S, Goldman S, Boly M, Van Eeckhout P, Gay S, Pellas F,
artsch V, Peigneux P, Moonen G, Laureys S. Cognitive function in the locked-in
yndrome. J Neurol 2008.
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auby JD. Le scaphandre et le papillon, 1997. 5. Bernheim JL. How to get serious
nswers to the serious question: “How have you been?”: subjective quality of
ife (QOL) as an individual experiential emergent construct. Bioethics 1999.
runo MA, Bernheim JL, Ledoux D, Pellas F, Demertzi A, Laureys S. A survey
n self-assessed well-being in a cohort of chronic locked-in syndrome patients:
appy majority, miserable minority. BMJ Open 2011 doi:10.1136/bmjopen-
010-000039.
oi:10.1016/j.rehab.2011.07.743
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easibility study in assessment of socio-economical
recariousness patients in physical medicine and
ehabilitation wards (PRM): The EPICES score
evaluation of precariousness and health inequalities in
ealth examination centers)
. Barrois ∗, P. Ribinik
Centre hospitalier Emmanuel-Rain, Gonesse, France
Corresponding author.
eywords: Precariousness indicator; EPICES score; PMR
ackground.– The EPICES score has proven its effectiveness in assessing pre-
ariousness. A parallel was drawn between precariousness and health risks.
bjective.– Identify and quantify precariousness level by the EPICES score for
atients in PMR ward (living-in and day hospital).
ethod.– Distribution of the assessment grid to all patients on a given day for
elf-administration.
esults.– Thirty-eight patients, mean age 54.4 years, in PMR ward on 03/23/11,
eceived the grid. Eleven grids were excluded from the analysis: 5 patients refu-
ed to answer, 3 could not fill out the grid because of cognitive impairment, and 3
ere unworkable because not properly completed. Fifteen patients of 27 were in
precarious situation (EPICES score > 30): 10 at living-in ward (66%) of which 6
ad locomotor disorders and 4 had neurological disease, 5 inday-hospital (41%)
f which 4 had locomotor disorders and 1 neurological disease.
iscussion and conclusion.– Fifty-five percent of patients were in a precarious
ituation, reflecting the local socio-economic reality. CH Gonesse is located in
he east of Val Oise, ranked as ZUS (sensitive urban zone).
ne finds no link between the precariousness indicator and type of disorders or
ge. Patients are more precarious in in-living ward in this preliminary analysis
nd this requires further studies to clarify this result. Is the PMR care organization
ffected by socio-economical precariousness?
eferences
e score EPICES : l’indicateur de précarité des Centres d’examens de santé
nancés par l’assurance maladie. Précarité et inégalités de santé octobre 2005.
ihan H, et al. Association among individual deprivation, glycemic control,
nd diabetes complications. The EPICES score. Diabetes Care november
005;28(11):2680–85.
oi:10.1016/j.rehab.2011.07.744
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redictors of informal care burden one year after severe
raumatic brain injury: Results from PariS-TBI study
. Bayen a,∗, P. Pradat-Diehl a, C. Jourdan b, I. Ghout c, S. Azerad d, V.
osserelle d, J. Weiss d, M.E. Joel e, P. Aegerter c, P. Azouvi b
Service de médecine physique et réadaptation, groupe hospitalier
itié-Salpêtrière, AP–HP, 47, boulevard de l’Hôpital, 75013 Paris, France
Service de medecine physique et readaptation, hôpital R.-Poincaré, AP–HP,
arches, France
Hôpital A.-Paré, AP–HP, Boulogne-Billancourt, France
Unité de recherche clinique, centre ressources francilien du traumatisme
rânien, Paris, France
Laboratoire d’economie et de gestion des organisations de santé, université
aris IX-Dauphine, Paris, France
Corresponding author.
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eywords: Traumatic brain injury; Informal care
ackground.– Informal care provided by a non-professional person to patients
ith traumatic brain injury (TBI) in daily life activities is associated with mul-
idimensional burden.
bjective.– To investigate TBI characteristics and clinical outcomes that predict
he level of informal care burden.
ethods.– This multicenter study (PariS-TBI) is based on a large prospective
nception cohort of severe TBI, which included all incident cases in the Parisian
rea during 22 months (2005–2007). Primary informal caregivers (PICs) of home
esident TBI survivors were assessed in terms of health-status (SF-36) and per-
eived burden (Zarit Burden Inventory, ZBI) one year after the injury. Patients’
re-morbid characteristics, injury severity data, clinical measures at intensive
are discharge time, and one year after the injury were recorded. Spearman
orrelations, Kruskal Wallis and focused principal component analyses were
omputed.
esults.– Among the 257 survivors at intensive care discharge time, 66 patients-
ICs couples could be studied at one year: PICs were predominantly women
73%) aged 50 on average supporting male outpatients (79%) aged 38 on average.
IC’s SF-36 subscales deviated negatively from the French population norms.
ifty-six percent of PICs experienced a significant burden (ZBI score > 20) and
4% were at depression risk. PICs’ SF-36 summary measures and ZBI scores
trongly correlated with patients’ global outcome (GOS-E) and particularly
ith dysexecutive symptoms after one year. However, patients’ demographic
nd early severity characteristics were not significantly correlated with carers’
urden.
onclusion.– One year after TBI, higher caregiver burden was related
o poorer global disability and greater dysexecutive disorders of severe
BI patients.
oi:10.1016/j.rehab.2011.07.745
O13-008–EN
VASEP: Role of caregiver in supporting patients with
ultiple sclerosis treated with interferon beta 1a over 24
onths
. Donzé a,∗, S. Demaille b, C. Crinquette c, P. Hautecoeur c
Service de médecine physique et réadaptation fonctionnelle, hôpital
aint-Philibert, rue du Grand-But, groupe hospitalier de l’institut catholique
e Lille, 59462 Lomme, France
Service de médecine physique du groupe hospitalier de l’institut catholique
e Lille, Lille, France
Service de neurologie du groupe hospitalier de l’institut catholique de Lille,
ille, France
Corresponding author.
eywords: Multiple sclerosis; Caregivers; Activity of daily living
ntroduction.– The role of caregivers in multiple sclerosis (MS) is little studied.
heir involvement and influence on therapy should be specified to optimize care.
bjective.– This observational study intends to clarify the role, nature of assis-
ance and assess the level of knowledge of the disease among patients and their
aregivers.
ethodology.– Two hundred and sixteen MS patient treated with interferon
eta 1a over 24 months were included. The questionnaires were given during
eurology consultations and included questions using visual analogue scales
VAS) to quantify answers. Descriptive analysis of all parameters collected and
pearman correlations were proposed. Hundred and fifty-one questionnaires
atients and matched caregivers were analyzed.
esults.– Caregivers (mean age: 42 9 years) were men (58.6%) and spouses from
6.6% of them. Seventy-five percent said they were caregivers since diagnosis of
S. The level of patient information was sufficient but not sufficient for caregi-
ers (P < 0.05). The level and nature of support varies with age, disease duration
nd EDSS (P < 0.005). “Fighting the disease” and “psychological support” are
ore commonly finding in the first year of MS and “physical assistance” and
care” after 15 years of evolution.
iscussion.– Studies of caregivers in MS generally concerned patients with
igh level of disability (EDSS > 6.5). In our population EDSS is relatively low
2.2), yet there is help available from the beginning of the disease. Psychological
